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THE MASSACHUSETTS COALITION OF FAMILIES
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                          3 Hodges Street, Mansfield, MA 02048

        Telephone: (508) 339-3379  Fax: (508) 339-5034
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August 25, 2008

Secretary JudyAnn Bigby

EOHHS

One Ashburton Place

Room 1109

Boston, MA 02108

Re:  Testimony for August 27-28, 2008 Hearings 
Dear Dr. Bigby and Staff,
As a 25-year old advocacy organization speaking for the most vulnerable people served by the Commonwealth, COFAR thanks you for soliciting testimony from all stakeholders.  Although I am unable to attend the hearings in person, we appreciate the opportunity to submit our testimony in writing to your office.

Before I make some suggestions for FY2010, however, I must comment on the situation of our loved ones in the present budget. While the governor and the legislature supported some significant improvements for many people with mental retardation/developmental disability, people with severe or profound mental retardation did not benefit in FY2009. That’s a minority of the DMR population, but it is thousands of people, many residing in the six developmental centers or the approximately 100 state-operated group homes – both of which are budgeted for less than DMR’s estimated costs, after all the budget debates, vetoes, and overrides are complete. In addition, when fuel deficit costs of more than $2 million were discovered in those two line items in late spring, there was no budget adjustment.


The cuts and vetoes and unbudgeted fuel costs at the developmental centers alone may require layoffs of up to 200 staff, endangering treatment and even the Medicaid eligibility of these much-reformed facilities. We appreciate the difficulty of the budget process and the uncertainty of the revenue environment, and will try to work with the administration to cut costs. But we remain concerned about the widening gaps among disability groups, and the public propaganda – even from state agencies – against the most mentally disabled citizens and their families.  We urge that no one should be mislead by the exaggerated promise of savings by closing one or more developmental centers. The residents who have chosen to stay in developmental centers are as a group older, more disabled, and more medically and behaviorally complicated than other DMR clients – and they have rights under the court settlements to “equal or better treatment.” Our analysis is that closing facilities will not have any budget impact, and that the road to more efficient facilities runs through collaborations with the community and parent groups.


Looking to the future we are also very concerned with the flat funding of the community residential system, the largest item in DMR’s budget. With more than half of DMR’s clients living at home with aging parents, the already overstretched and under-regulated system of providers needs both funding and guidance to avoid a demographic time bomb. As a proportion of per-capita income, Massachusetts is 22nd in spending on DMR residential placements, behind four of the five states on our borders and behind Maine. Day programs and employment are spread fairly but thinly relative to other states – often-mediocre programs and a weak level of support for families who try to keep their loved ones at home.

While the DMR administrative budget is a politically easy target, an increasingly privatized system requires more administrative oversight, not less. In particular, case loads for DMR service coordinators are moving toward being double those of other agencies such as DMH and DSS. Service coordinators can barely visit the 50-60 odd people they are supposed to know well.


We are for family choice and a full continuum of care. We believe that there will always be some people who benefit most from the concentration of resources and secure treatment in well-run congregate facilities. But we also push the other side of the envelope, demanding better security and programming for people living at home and in other community settings.


At every level, family members should be at the table as DMR plans for the future. DMR has accepted the importance of the provider community, the role of experts, and the value of advocates. But it is just beginning to understand that family members are themselves clients, providers, experts, and advocates all at once.  

DMR will have a new name, the Department of Developmental Services.  It is COFAR’s hope that the new DDS will engage all families who receive services from the Department, and lead the way toward a respectful, continuing dialogue about the future of the agency and the many constituents it represents.  Choice is of primary importance in a democratic society, and we are hopeful that the Department of Developmental Services will continue to provide choices for families, and will even begin to increase these choices in new and innovative way, both in residential, day programming, and respite and ancillary services.

Sincerely,

Colleen M. Lutkevich

Executive Director
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